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Introduction: Benefits of integrated care include improved health outcomes and more satisfaction
with experiences of care for consumers. For children and young people with chronic and complex health
conditions, their care may be fragmented due to the multitude of healthcare providers involved. This
paper describes the experiences of integrated care in a paediatric tertiary hospital.

Theory and methods: Using an Interpretive Phenomenological Analysis approach, semi-structured inter-
views were conducted with children and young people, their parents and healthcare providers to explore
stakeholders’ integrated care experiences.

Results: Nineteen interviews were completed (6 children and young people, 7 parents and 6 healthcare
providers) and transcribed verbatim. Two recurrent themes were applicable across the three cohorts:
‘agency and empowerment’ and ‘impact of organisational systems, supports and structures’.

Discussion and conclusion: Stakeholders’ experiences of integrated care highlighted the need to examine
the discrepancies between healthcare strategies, policies and service delivery within a complex, and often
inflexible organisational structure. Power imbalance and family agency (including directly with children
and young people) needs to be addressed to support the implementation of integrated care.

Keywords: integrated care; patient experience; family-centred care; paediatrics; healthcare providers;
person-centred care

Introduction

Healthcare for children with complex and chronic medi-
cal conditions is often fragmented as a result of high
healthcare utilisation and frequent hospitalisation [1].
Consequently, these children are more susceptible to
preventable medical errors, higher risk of hospital read-
mission and variation in healthcare [1-6]. Evidence from
qualitative interviews has highlighted that children and
young people with complex health needs require care that
is integrated (both within and between primary, second-
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ary and tertiary healthcare providers and other non-health
sectors, e.g. education), and holistic and family-centred [7,
8]. Parents often report heightened levels of carer burden
as a result of attempting to navigate ‘the system’ due to
lack of assistance in care coordination, communication
and/or the necessary education to navigate both child
and family care needs [1, 3, 5].

Integrated care can improve health outcomes and
experiences of care for children and young people with
chronic and complex conditions, as well as improve the
efficiency of services, and improve staff satisfaction [1, 7,
9-11]. There are many definitions of integrated care [12]
which may refer to models of care or interventions such
as care coordination, case management, co-location of
multidisciplinary teams; commissioned or jointly funded
programs; or specific working approaches [13]. For clarity,
in this study, we adopt the Children’s Health Queensland
Hospital and Health Service (CHQHHS) definition, which
is based on Ziniel et al's [14]:

“Integrated care is the provision of care in the
broadest sense — physical, psychological and social
— which is oriented around the needs of children,
young people and families, and designed and deliv-
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ered in partnership with them. In an integrated sys-
tem, these needs are met through the coordinated
and collaborative working of all providers, irre-
spective of sectorial, organisational or geographic
boundaries.” [15, p. 5]

CHQHHS's definition incorporates person-centredness as
a central component of integrated care, recognising that
a person and their immediate family and/or carers must
be empowered and engaged within the healthcare system
and their own care coordination [15-17].

Health systems typically rely on parents to provide their
child’s (the patient’s) perspective, however children and
young people have the right to express their own view-
point [18]. Collecting lived experience data directly from
children and young people provides credible and valid
information that can allow us to gain insight into their
wellbeing, perceptions of outcomes and experiences [19].
It is important to also seek the parents’ views in their own
right, not just as a child’s proxy, as parents have expertise
in the everyday care needs of their children, are integral to
decision making and participation in their child’s health-
care, and are often the first point of contact for the patient
[8, 20-22]. The power of collecting both parental and
child lived experiences means that each lived experience
can be examined in their own right and can drive mean-
ingful health service design. It is equally important to
understand the challenges healthcare providers face when
delivering and coordinating their care, from both an indi-
vidual and organisational point of view [1, 2, 13, 21]. There
are cultural, hierarchical, behavioural, environmental, and
attitudinal barriers to why more of a shift to integrated
care hasn't been made in many hospitals and healthcare
systems to date [23]. By working with families and health-
care providers directly to explore these barriers, engage-
ment can be fostered to co-create change and determine
a way forward, with ‘buy-in’ for any changes required [10].
To date, there is no published literature to our knowledge
that explores the experiences of integrated paediatric ter-
tiary care, from all three perspectives, that is, children and
young people with complex health needs, their parents
and their healthcare providers. Therefore, this study was
framed by a main research question: How do children
and young people with complex and chronic conditions
experience integrated care at a tertiary paediatric hospi-
tal? The focus was specifically on exploring children’s and
young people’s, their parents’ and healthcare providers’
lived experiences of care, their perception of barriers and
enablers of integrated person-centred care, and what they
believe are the opportunities to improve integration of
care in a tertiary paediatric hospital.

Method

Research design

An Interpretive Phenomenological Analysis (IPA) approach
was selected for this study as it recognises how important
context is and how a person makes sense of a situation
or experience in that context [24]. The IPA approach is
idiographic, meaning that researchers conduct detailed
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examination of individual cases, to understand each situ-
ation, resulting in recommended sample sizes of four to
ten [24]. This provides opportunity to analyse the similari-
ties and differences between cases thoroughly to derive
meaning from experiences.

The Standards for Reporting Qualitative Research
(SRQR) were used to guide the preparation of this research
and manuscript [25].

The project team had varied backgrounds, including
public health (HJ), integrated care (HJ, DN), primary care
(DN), occupational therapy (MS), psychology (EB) and
implementation science (EB, MS).

Ethical and governance approval for this research was
obtained from the Children’s Health Queensland Hospital
and Health Service Human Research Ethics Committee
(HREC reference number: LNR/2018/QCHQ/44246).
Administrative ethical approval was also obtained through
Queensland University of Technology (QUT approval
number: 1800000900).

Study population and setting
Purposive sampling of three cohorts of participants
(children and young people, parents, and healthcare
providers) who share a lived experience of chronic and
complex healthcare needs living within the greater
Brisbane region was used to enhance transferability [24].
Children and young people with chronic and complex
healthcare needs are also known as children with medical
complexity (CMC) and are defined as: “children and youth
with serious chronic conditions, substantial functional
limitations, increased health and other service needs,
and increased healthcare costs” [6, p. 203]. The partici-
pants were recruited through their engagement with
the Connected Care Program (CCP), a nurse-led program
for children and young people who see multiple special-
ist teams at the Queensland Children's Hospital (QCH),
Brisbane, Australia established in 2013. Eligibility for CCP
are children and young people aged <16 years for new
patients, or <18 years for continuing patients until dis-
charged from paediatric care. Criteria is based on chronic-
ity, complexity, fragility, and intensity of care needs. Once
on the program, the CCP nurses coordinate children and
young people’s access to healthcare providers and sup-
port services both at QCH and within regional health
services closer to the child’s home, across geographical,
sectorial and organisational boundaries. They provide a
single point of contact for families and aim to coordinate
the care around the family’s needs. By improving com-
munication and linkages between service providers, the
coordinators ensure a child's care is managed seamlessly
across acute, community and primary healthcare sectors.
The children and young people participants in the
research were patients enrolled in the CCP, and the health-
care provider participants were purposively and con-
veniently invited to participate if they were healthcare
providers of the children and young people included in the
study. The authors are not aligned with the CCP and first
author (H]J) is non-clinical member of staff. The QCH is the
only paediatric tertiary hospital in Queensland, Australia.
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Data collection

The qualitative in-depth, semi-structured interviews
completed by the first author (H]J) were an opportunity
for participants to tell their own story, using their own
words [24, 26]. An interview schedule was developed
with open-ended questions and areas for exploration
with each cohort. This can be seen in supplementary
file 1. The interviews were conducted at a time con-
venient to each the participants (an interview per fam-
ily) from October 2018 to March 2019. The majority of
interviews were conducted in a meeting room within
the QCH campus, with one parent interview conducted
via telephone. The children/young people and parents
were interviewed while the other remained in the room.
This was due to the age and developmental stage of the
child or young person and limitations for supervision
of the child/young person if not with their parent. Par-
ents were asked to allow their child to respond to the
interview questions as they wished without interference.
Informed written and verbal consent was obtained from
all participants before commencing the interview and all
interviews were audio-recorded.

Data analysis

Analysis by the authors followed the IPA guidelines [24].
Interviews were transcribed verbatim and de-identified.
Interpretive thematic analysis [26] was completed by
a single coder (HJ), with 20% coded by a second coder
(MS) [24]. Recurring meetings (HJ, EB, MS, DN) were held
throughout the analysis phase for iterative discussion, to
check meaning and discuss emerging themes until con-
sensus. This process also enhanced credibility and con-
firmability of the data, reduced researchers’ bias based
on their fore-conceptions (prior experiences, assumptions
and preconceptions) and to ensure appropriate cyclical
interpretation (hermeneutic circle) of the phenomena
was achieved [24]. Each transcript was analysed individu-
ally to ensure each case was appreciated on its own terms,
to respect its individuality, allowing for different themes
to present themselves if relevant as per the IPA approach
(Figure 1). All derived themes (at individual level) were
compared for convergence and divergence. Converging
themes were identified within and across participant
cohorts to present a final list of superordinate themes.

Results

Nineteen participants were recruited. Six interviews were
completed with children and young people (16% male)
aged between 7 and 15 years (M = 11 years, SD = 3 years),

lasting between 10 minutes and 21 minutes (M = 15 min-
utes, SD = 4 minutes). The children and young people
interviewed all had mild intellectual impairment, which
impacted how the experiences were interpreted. Each
child and/or young person was engaged with multiple
healthcare services/teams and their condition(s) affected
multiple body systems.

Six interviews were conducted with the children and
young people’s parents (43% male), lasting between 43
minutes and 99 minutes (M = 63 minutes, SD = 24 min-
utes). Five interviews were with a single parent, and one
was conducted with both parents (mother and father). The
families lived an average of 20kms away from QCH (range
7 kms to 38 kms).

Supplementary file 2 provides further details on the
demographics of the participating families.

The healthcare providers interviewed included two CCP
nurses, an occupational therapist, a social worker, and a
medical professional, all based at QCH, and one community-
based general practitioner. The 6 interviews with healthcare
providers lasted between 38 minutes and 78 minutes (M
= 60 minutes, SD = 14 minutes). To maintain confidential-
ity of participants, the terms ‘Medical professional’, ‘Allied
health professional’ and ‘Nurse’ have been used.

The IPA approach requires the researchers to analyse
each case individually, then as a cohort to identify the
recurrent themes. There were 14 superordinate themes
identified between the three cohorts (children and young
people, parents, and healthcare providers), detailed in
supplementary files 3, 4 and 5, respectively. Following
this, two recurrent themes were derived across the
three cohorts which were ‘agency and empowerment’
and the ‘impact of organisational systems, supports and
structures’.

Agency and empowerment
Agency can be described as the ability of a person to influ-
ence or control what happens to them.

All parents felt they and their children had been disem-
powered by some healthcare providers and by ‘the system'.
Both parent and healthcare providers experienced and
described the power imbalance between the healthcare
providers and families that impacted the care the child
received and the parents’ engagement with the system.

“They sort of see us as, I guess, uneducated. We
don't have a medical degree and I totally under-
stand that, however we know our daughter better
than anybody else.” (Parent 2)
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Figure 1: IPA data analysis process.
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“.sometimes it's power and sometimes it's the
belief that because — and I'm saying we, generi-
cally, the belief that just because we are at the
Queensland Children’s Hospital and we are the
senior person in that clinic, it does not mean we
know more than the family.” (Nurse 1)

Some healthcare providers acknowledged that the way
information is delivered to families does not encourage
families to fully participate in decisions about care or
understand what is going on for their child.

“But [ think other clinicians might have a very
standard way of delivering information, and not
necessarily adjust it or check in with the patient
that they've understood and that they actually are
free to ask questions.” (Medical professional 1)

Evidently this lack of agency (i.e., the ability of a person
to influence or control what happens to them) and power
struggle caused anxiety, stress and in some instances, frus-
tration and a feeling of disassociation and trauma from
poor outcomes and adverse events.

“I'd like my voice to be heard because this was
fairly traumatic for us.” (Parent 3)

The healthcare providers reflected that other clinicians
often do not recognise that the family are an ‘expert’
in their child. If they were empowered and supported,
the partnership between healthcare provider and
patient and family would deliver better outcomes for all
involved.

“.we need to empower them a little bit more..”
(Nurse 2)

Going to hospital caused anxiety for all children and young
people interviewed, leading to a feeling of not wanting to
be there. This was reflected through fear of pain and/or
fear of medical errors due to previous poor experiences or
outcomes, manifesting as a lack of agency and power in
their own care.

“Interviewee: | feel a bit anxious and worried
what's going to happen.

Interviewer: Sure. Why do you think you feel like
that?

Interviewee: Because | don't know when some-
thing is happening and I don't know if it were to
happen, the doctors and the nurses would tell me.”
(Young person 1, 15 years)

Many children and young people felt they weren't
included in discussions about their care or making choices
about their care.

“They just talk to mum and dad.” (Child 3, 7 years)

“Yeah, I don't get to choose what happens.” (Child
1, 10 years)

Using Interpretive Phenomenological Analysis

Some children and young people could explain how they
felt though could not identify the reason for the way they
were feeling. The children were unable to express their
emotions in the context of care because they felt they
didn't have agency, that is, people often didn't listen to
them. The children and young people recognised that
they must participate in their care because healthcare pro-
viders and their parents want them to, so they resigned
themselves to go through the motions just to get it done,
rather than being fully involved.

“I don't really know why but because 1 had to — I
don't really know why.” (Child 1, 10 years)

All parents felt they had to continually advocate for their
child, but many often found that they needed healthcare
providers to do so on their behalf to be taken seriously.

“.as the years have gone on and I've had to advo-
cate so many times, that I've had to come out of my
shell because I've had to stand up for my daughter.
It's been a bit frustrating because I don't think it
really should have been my place.” (Parent 3)

It was recognised by parents and healthcare providers that
the CCP model provided advocacy for the family, whilst
also empowering the family, thereby building their agency
over time.

“.what a game-changer that [CCP] was, because it
meant we had someone who knew us and listened
and knew — before we'd go in — what our con-
cerns, questions were, and made sure that we had
answers to those.” (Parent 4)

“..[CCP] one person to contact all the time who can
help coordinate some of their appointments, but
not only that, can actually offer them some further
detail and information around understanding the
medical jargon that doctors use, the need for cer-
tain tests and appointments but also bring a whole
big support about when they are actually at home
and living in their own community that they can
actually tap into other resources there as well.”
(Allied health professional 2)

The role the CCP nurses played in providing medical advo-
cacy appeared additional, but highly valued, to the core
responsibility of the CCP model (i.e., coordinating care, pro-
viding a single point of contact, and to be a conduit between
family and health system). These supports, along with the
advocate-role, were described positively across all parent
experiences, and healthcare providers echoed this value.

“In talking about integrated care, that would not
have happened without Connected Care [CCP]
helping to liaise between all the different teams
and making that happen smoothly and efficiently,
but also connecting back to us, and communicat-
ing with us and taking that stress away from us
— reducing it, not taking it away, but definitely
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reducing. Things like that, you can't put a value
on.” (Parent 4)

“.they're that kind of one reliable contact point
for the parents at the hospital when they have
multiple healthcare providers within that same
hospital and they can provide that communication
link as well as organising the logistical issues with
appointments and that kind of thing” (Medical
professional 1)

Collectively healthcare providers' and parents’ lived expe-
riences indicated that the default delivery mechanism of
specialist tertiary care was experienced in a siloed and
fragmented way, despite these families being part of the
CCP program. It appeared that the traditional ‘medical
model’ of providing care was still a common practice, and
the associated mentality and practice of this was a signifi-
cant barrier to delivering integrated care more broadly.
Healthcare providers and parents described that many
healthcare providers continue to only look after their own
speciality when treating the children and young people
interviewed in this study. The holistic needs of the chil-
dren and young people and needs of their family units,
their social determinants of health, such the continuity of
their education was also inconsistently addressed.

“The clinical specialties very much operate from a
clinical specialty and you have families who — we
don't take into account family life..” (Nurse 1)

“I feel that hospitals really work in a very — well
we know the medical model. That certainly doesn’t
always suit the health and wellbeing of children,
necessarily.” (Allied health professional 1)

The parents were relied upon to ‘join the dots’, within an
organisation and system that they lacked expert knowl-
edge and understanding of. This was perceived differently
to coordinating care in terms of what CCP provided.

“[Speciality 1] will say, deny — oh, this isn't our area
it must be a [Speciality 2] problem. [Speciality 2]
will say, no that's not our issue either, it's a [Spe-
ciality 1] problem. So, they obviously don't like
coming together to find a solution. They just want
to say, nope that's not me.. As a parent, as an — |
don't have a doctorate, but you know what? I can
see that there is a middle ground. It's a body and
there needs to be someone who will look after this
area and there is no one. There is no one who looks
after the [body part]. So, let’s find someone who
will. Let's have someone put their hand up and go,
you know what, I can work with you and together
we can solve this. There isn't any of that.” (Parent
2) (the actual specialities and body part mentioned
were removed for confidentiality reasons)

Positive experiences of care were described from each par-
ent when they felt like they were a partner in their child’s
care. This was when communication with them and their

child, and between healthcare providers was consistent,
respectful, open and provided at a level and time that
suited the family’s needs and successfully managed the
parents’ expectations and which also respectfully involved
them in care decision making of their child.

“.they just come up to me and they talk about
hospital and I really like them very much because
they are very kind.” (Child 4, 10 years)

“That's what family-centred care looks like. You
share information. You have respect. You go, I'm
going to respect — again, I respect this parent and
I'm going to treat them with dignity. I'm going to —
we're sharing information equally — back and forth
— being open and transparent. We're partners and
full participation. I didn't feel like a second-class
citizen. I was — [ had a seat at all the meetings.”
(Parent 4)

However, communication between healthcare providers
and families was experienced as inconsistent, but both
cohorts recognised this and wanted to improve integra-
tion of care and were frustrated by providing and receiv-
ing a poor service.

“.it's poor service delivery to not have that com-
munication as being just as important — as an
important part of what you provide, care wise, as
the actual care or treatment recommendations or
whatever” (Medical professional 1)

Impact of organisational systems,
structures

Organisational systems, supports and structures influ-
enced how children and young people and their parents
experienced care, as well as either hindered or supported
healthcare providers’ ability to deliver integrated care.
For children and young people who see multiple teams
and healthcare providers, there are many stakeholders to
keep informed of care plans, interventions and treatment,
and for the families to visit at the hospital for consulta-
tions. Some parents and healthcare providers described
the scheduling of clinics as disconnected, particularly
before parents had the CCP nurse to assist with coordi-
nating appointments. This affected how much the hos-
pital and the child’s condition impacted the family's life.

supports and

“Yeah, it's definitely an area that without them
[CCP] the hospital just isn't consistent enough and
there are certain clinics that are worse for it, but [
think they all need to just have one way of doing it
as a hospital..” (Parent 2)

Healthcare providers reflected on the complexity of
staffing, resourcing, and scheduling and rostering of staff
and clinics.

“.it’s difficult because you've got clinics being run
at different times, and at different frequencies.”
(Medical professional 1)



Art. 7, page6 of 10

Johnson et al: Understanding Young People and Their Care Providers’ Perceptions

and Experiences of Integrated Care Within a Tertiary Paediatric Hospital Setting,

They recognised the impact on parents.

“All the other medical people are rotating and
changing, and that's the bit that makes it confus-
ing for families because they don't understand
why they haven't seen their doctor and they see
this other doctor and they don’t understand me or
my doctor keeps coming but who are these other
people?” (Allied health professional 2)

Poor communication caused much angst and frustration
amongst parents and healthcare providers. For parents,
their main experience was inconsistency of care and prac-
tice amongst healthcare providers, and healthcare provid-
ers echoed this.

“I'd say there are so many great people, but it
depends which day, which team — and which team
on which day — that you potentially get.” (Parent 4)

“How is there such a big difference in the level of
care, just because it's a different person? When —
is the hospital meant to regulate that? Is it — how
do they know that the level of care is so different
between different doctors in the same specialty?”
(Parent 2)

The importance of care coordination as a support system
for parents was again highlighted by parents and health-
care providers, to deal with the complexity of the schedul-
ing and staffing systems, and also as a key facilitator for
good communication.

“..just having that one person they need to contact
and get things organised just reduces their stress
significantly.” (Medical professional 1)

Some parents described the quality of communication
and care varied according to the particular provider they
saw that day and how this affected their experiences of
the hospital.

“The thought of going back to hospital makes
me feel sick. That's how hard it is, because again,
you don't know which [specialist] you're going
to get, which pre-op nurse. All those conversa-
tions — are they going to listen to you about what
works well for [child] and how terrified she is?”
(Parent 4)

For the children and young people, the impact of the
systems and supports were not easy to describe. They
did however, describe what happened to them, and what
they experienced at hospital, particularly interventions
such as blood tests, x-rays, and physical examinations, and
how the healthcare providers and the integrated services
interacted with them. Interventions that caused the least
anxiety included x-rays and physical examinations, report-
edly due to opportunities for distraction and provision of
reward (stickers).

Using Interpretive Phenomenological Analysis

“I love the MRI and CT scan ever since last time [
did that I was very still and I'm so afraid of noises
and I ignored the noises, | watched the movie.."
(Child 4, 10 years)

Other aspects of care the children and young people had
a positive experience with included people being kind to
them, watching television, playing with toys, drawing, or
having their parents beside them at point of care. This
could reflect the structure of normal childhood, as these
activities may help them feel closer to what they are miss-
ing out on by being at hospital.

“I was so pleased to have my parents back and stay-
ing and sleeping with me..” (Child 4, 10 years)

Both healthcare providers and some parent participants
reflected on values. Individual and organisational values
were seen as important to guide and empower health-
care providers. However, culturally it was reported that
these did not appear to reflect all healthcare providers’
approaches to care.

“I think we actually need to live our values. We
espouse this vision and these values, but we don't
actually practice them sometimes.” (Nurse 1)

Many of the healthcare providers suggested the culture of
the organisation and historic hierarchy impacts how the
systems, support services and structures are implemented.

“.at the end of the day, culture is quite difficult to
change, and there are just some people who won't
change.” (Medical professional 1)

Parents expressed their gratitude for the services and
the care they received through the public health system
for their children with chronic and complex conditions.
Most parents acknowledged resource restrictions, and the
volume of other patients their providers are likely to be
treating at the same time as impacting on their, and their
child’s, experience.

Discussion

To our knowledge, this is the first study to incorporate the
perspectives of three groups (children and young people
with chronic disease, their parents, and healthcare pro-
viders) in describing experiences and perceptions of inte-
grated care using an IPA approach. The main finding of
this study was that despite these families having access
to a care coordination program, the lack of ‘agency and
empowerment’ and fragmented and siloed ‘systems’ gen-
erally impacted children and young people, their parents’,
and healthcare providers', lived experience of care. The
participants described that their experience of care was
not consistently oriented around the needs of children,
young people and families, nor was it designed and deliv-
ered in partnership with them. Our findings suggest that
if healthcare providers wish to improve the experiences of
their patients, change must occur at multiple levels: inter-



Johnson et al: Understanding Young People and Their Care Providers’ Perceptions

Art.7, page7 of 10

and Experiences of Integrated Care Within a Tertiary Paediatric Hospital Setting,

Using Interpretive Phenomenological Analysis

personal communication, organisational culture and at a
broader system level.

Findings of this study support previous qualitative and
quantitative research conducted with healthcare pro-
viders, parents and patients (both adult and paediatric),
which found that the hierarchical medical model of care is
still dominant when providing care [17, 21]. Participants in
this study highlighted the lack of shared decision making
led them to have negative experiences of care and agency
[17, 21]. Parents and healthcare providers both described
the need to respect the expertise they each bring to the
care of the child and young person with complex health-
care needs. That is, it needs to be acknowledged by health-
care providers that parents are the experts in their child,
and vice versa, that healthcare providers are the clinical
experts in their field of medicine or practice. This research
identified that this mutual acknowledgement was often
inconsistent and impacted on the experiences of care [27].
Previous research showed that healthcare providers who
were asked to complete teamwork activities in a labora-
tory setting did so with no hierarchical, stereotypical and
‘tribal’ behaviours that are often observed in clinical prac-
tice [23]. This suggests that organisational workplace cul-
ture and structure fosters certain behaviours, rather than
the characteristics of the individuals who become health-
care providers [23, 28]. Consistent with healthcare provid-
ers in the current study, previous research reported that
trust and respect between, and appreciation for, the diver-
sity of what different healthcare providers can provide for
families are required when addressing fragmentation of
care systems [13, 29].

From the perspective of children and young people,
this study demonstrated that despite previous engage-
ment with a service or healthcare provider, children with
chronic conditions may continue to feel unfamiliarity and
fear at the thought of going to hospital as a result of hav-
ing different healthcare providers and being in different
environments |18, 30]. Allowing children to participate in
decision-making about their care builds a sense of control
and self-determination [30]. Furthermore, participating
in decision making can build awareness of and agency in
their own healthcare needs [17, 18, 20, 30]. Healthcare
providers acknowledged that parents and carers should
be engaged in decision making, however there was not a
specific reflection on empowering the children and young
people themselves.

The parents in this research valued the targeted coor-
dination, communication, and support provided by CCP
nurses. These benefits of care coordination have been rec-
ognised in previous research [5, 8]. Healthcare providers
discussed the challenges of working with children with
multiple healthcare providers, and they found some com-
ponents of caring for these children easier with a dedicated
coordinator, as per previous findings [5, 13, 29]. In qualita-
tive interviews, parents said that the CCP nurse assisted
them with medical advocacy, as they were perceived to be
able to reduce implementation (of integrated care) bar-
riers of acceptability, appropriateness and feasibility [31].
Despite having a CCP nurse however, parents in the cur-
rent study felt there was still a lack of clinical oversight of

the children’s medical journey. It was identified that clini-
cal oversight and consolidation of all medical results and
investigations by a single medic would be beneficial. This
need is currently not well addressed, and parents felt this
would make a difference in reducing clinical silos, which
would lead to better coordinated clinical processes such
as blood tests, surgeries, and other procedures.

These findings demonstrated that although individual
healthcare providers can provide positive experiences of
care, organisational structure and governance mecha-
nisms need to ensure that opportunities for collaboration
and partnership with parents, and children and young
people are encouraged and supported at all levels. This
would promote mutual accountability, respect and genu-
ine collaboration, openness and commitment to shared
decision making and quality communication between
healthcare providers and with families [27]. Engagement
directly with children and young people in a way that is
developmentally appropriate and holistic is also key to
improving agency and empowerment, which parents
expressed would lead to better outcomes. This collabora-
tive approach is key to breaking down the barriers of the
traditional hierarchical models of care, to work in a more
interprofessional, coordinated and integrated way [13, 23,
28, 32].

Strengths and limitations

Astrength of this study was systematic data collection and
analysis using an IPA approach to ensure in-depth explora-
tion of the lived experience of all participants. The focus
on asingle institution enabled in-depth exploration of the
experiences of integrated care relevant to this specific set-
ting and could lead to meaningful organisation and sys-
tem improvements. The interviews and data analysis were
conducted by the same researcher (H]J), who did not have
a previous relationship with any of the children or par-
ents, was not involved with the CCP, and had no previous
engagement with all but one of the healthcare providers.
This contributed to the consistency of questioning and
rapport with participants. Parents were present during
the interview with their child, as described in the ‘Meth-
ods’ section, and as such this may have influenced how
the participants responded to the questions. A limitation
of the study is that the findings may not be generalisable
beyond the tertiary environment studied.

Conclusion

Care for children and young people with chronic and com-
plex conditions needs to be coordinated, respectful and
responsive to the individual and holistic needs of the child
and family. Children and young people, their families, and
healthcare providers must be partners in care. Healthcare
providers must understand the roles and responsibilities
of all providers involved in their patients’ care, includ-
ing recognising families as experts in their child, and vice
versa. To do this, quality communication must be recog-
nised as core to care delivery. Healthcare providers must
recognise that patients’ and families’ lives are more than
their medical condition and consequent healthcare. How-
ever, we cannot rely on individual healthcare providers to
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deliver integrated care consistently in an organisation or
system that is not supportive of delivering care this way.
The organisational and broader health and wellbeing con-
text in which healthcare delivery occurs impacts how care
is delivered to individuals. As such, organisational culture,
structure, and governance mechanisms that support this
way of working are paramount to the successful imple-
mentation of integrated care.

This study contributes to the limited literature base
exploring lived experiences of integrated care. The find-
ings encourage the exploration of the three perspectives
to support co-design and/or evaluation of health ser-
vices. Further research informed by theoretical models
of culture change to support the implementation of inte-
grated child and family-centred care would be beneficial,
as would research into the additional needs of children,
young people and families with complex care needs living
in rural and remote areas.
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